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Saturday, January 24, 2015 | 1:30 — 3:00  PM 

George Mason University — Johnson Center Library 

4400 University Drive, Fairfax, VA 22030 

Cure  HHT deepens  and  renews our  commi tment  to  the  HHT commun i ty .  We  have  one  

mi s s ion  tha t  d r i ve s  eve ry th ing  we  do  –  to  f i nd  a  cu re  fo r  HHT d i sea se ,  a  gene t i c  b lood  

ve s se l  d i so rde r  tha t  a f fe c t s  1  in  5 ,000  peop le  -  90% of  whom a re  und iagnosed .   

HHT a f f l i c t s  the  l i ve s  o f  more  than  1 . 4  m i l l ion  peop l e  wor ldwide  w i th  mos t  unawa re  tha t  

"noseb le eds  i n  the  fami l y "  c an  be  some th ing  much  more  and  po tent i a l l y  l i f e  th rea ten ing .  

Cure  HHT i s  the  on l y  pa t i en t  advocacy  o rgan i za t i on  in  the  wor ld  so le l y  focused  on  HHT 

pa t i en t s .  The  Founda t ion  w i l l  go  to  the  h i ghe s t - re tu rn  in i t i a t i ve s  tha t  can  improve  l i f e  o f  

HHT pa t i en t s  today  and  in  fu tu re  gene ra t ions  by :  

 

  Prov id ing  " seed  money"  fo r  re sea rch  on  p romi s ing  the rap i e s  

  Improv ing  acce s s  to  ca re  by  add ing  more  HHT Trea tmen t  Cen te r s  

  Bu i ld ing  a  r eg i s t r y  of  HHT pa t i en t s  to  f ind  whi ch  t rea tment s  work  be s t  

  S tanda rd i z ing  HHT t r ea tment s  to  ensu re  pa t i en t s  ge t  g loba l  be s t  p rac t i ce s  
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The Virginia Regional Network Alliance 

(RNA) is designed to give individuals and 

families an opportunity to share  

personal experiences,  knowledge of  the 

disease and strategies for quality of  life.  

Group members will  learn they are not 

alone nor without help or hope.  

 

Guest  Speaker: 

 

Dr. Raj Kasthuri, Director of  the UNC 

Center for Excellence will join the group 

to discuss HHT, how to manage your 

symptoms and the latest in HHT  

research.  There will be time for questions 

after Dr. Kasthuri’s presentation. 

RSVP to Carol Evans at  

(757) 562-2988 or  

evanscarol75@gmail.com 

Please RSVP by January 21, 2015 


